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Abstract

Background: In South Africa, AIDS patients are increasingly cared for at home by women in their traditional role

of family caregiver. The number of parents assuming care for their adult children infected with HIV and with AIDS

related illness is increasing and this affects parents negatively. The purpose of this phenomenological qualitative

study was to capture the lived experiences of African elderly women as caregivers in the challenging context of

family members who are receiving antiretroviral therapy.

Methods: Using Van Manen's method for hermeneutical phenomenological research, the lived experiences of 10

African elderly women who were the primary caregivers for their HIV-positive adult children were investigated. In-

depth interviews were employed as the method of data collection and in order to facilitate this process, an interview

guide was developed. Transcription and analysis of the interviews began immediately following the first interview

and was preceded by analyzing the transcribed interviews, line by line, highlighting important ideas and themes.

Each theme was coded and recoded using Ethnographic computer program

Results: Carers struggled with the physical impact of this disease; there was a clear nexus between the carer’s

coping capacity and the PLWHA’s physical health. As the PLWHA’s health declined carers' coping skills were put to
the test and new boundaries set. While carers were often ‘forced’ into silence by the PLWHA, there was a

demonstrated desire throughout the research process for these carers to ‘debrief’ and discuss their past or current

care. Of the caregiving, personal care was most difficult and household tasks were most time consuming. Family
life, with friends was areas most likely to be affected by caregiving.

Conclusions: While it may seem that the carers are coping with care of their children with AIDS, the outer façade

is not always an accurate portrayal of the true situation. Health care workers should enquire as to the assistance

these carers need from the social and health care services in order to continue to care for their children having AIDS

related illness.
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Background to investigation
AIDS is no longer a death sentence. Current health
challenges related to HIV/AIDS have changed
markedly since the use of the newer medications
called protease inhibitors. The combination of the
newer and older drugs used to treat HIV called
highly active antiretroviral therapy (HAART), has
changed HIV/AIDS from a fatal illness to a chronic,
but manageable condition (Thompson, 2004).
According to Pujol (2006), at the end of 1995, there
were only six antiretroviral medications; however,
by the close of 2005, there were 28 HIV
medications. Consequent to these medications
entering the picture around 1996, the estimated
number of deaths in the first two quarters of 1996
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was 12 percent less than the estimated number of
deaths during the first two quarters of 1995
(Wheeler & Shernoff, 1999). Thus, since 1996,
HIV/AIDS changed from a terminal illness to a
chronic and potentially manageable one. The
caregiver role has changed also as physical and
emotional preparation for the death of a loved one
are no longer routine. Today, the focus and overall
experience of informal caregiving have shifted, and
there is a dearth of contemporary research on the
experience and rewards of informal caregiving.
This study examined the experience, including
challenges, and rewards of informal caregiving
specific to African elderly women caring for their
adult children with AIDS.
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Data collection
Data was collected by structured, in-depth, face-toface interviews. Interviews lasted from 45-90
minutes. Observational field notes (Lincoln and
Cuba, 1985; Boyd, 1993) and theoretical memos
and diagrams (Strauss and Corbin, 1990) were also
used during data collection to ensure a more
accurate and thorough recollection of the
circumstances surrounding the interview and
participants’ experience. Interviews were conducted
at the site of the Church where the support group
was conducted. The researcher conducted all
interviews personally, which enabled him to change
the wording of questions while maintaining the
intended meaning of the question in those
instances where participants did not understand the
original wording. The researcher taped the
interviews after seeking consent from the
participants (when permission was granted) and
also took written field notes to maximise the
accuracy of the recording of the responses. Two
interviews were conducted to verify the first views of
the participants.

Methods
Hermeneutic phenomenology is an appropriate
method for this research, enabling the phenomena
of life's experience to be structurally and
systematically analysed, thereby allowing in-depth
interpretation of these lived experiences. The
purpose of this form of research ‘...is to act as an
advocate in progressing human life, by increasing
its thoughtfulness and sensitivity to situations' (van
Manen, 1990, p. 21). The study adopted a
qualitative research approach. Within this approach
a phenomenological orientation was accepted
since the objectives were to explore subjective
meanings and experiences from the respondent’s
points of view.
Setting and participants
The sample was homogenous in that all the
participants were African Xhosa-speaking elderly
women who were taking care of a person living with
HIV/AIDS and living in Gugulethu Township. The
elderly women were from similar socio-cultural
contexts. Participants were caregivers at the time of
the study and had relatives that have been patients
at Gugulethu HIV/AIDS Clinic at some stage during
their HIV illness. All participants were above the age
of 57 years, had been involved in taking care of a
relative living with HIV/AIDS and had shared the
same household with their loved one throughout the
care giving experience. Five participants had
relocated from their permanent place of residence
to engage in care giving. All caregivers had
anticipated and desired that their loved one die at
home.

Data analysis
To analyse the data generated by the in-depth
interviews, the data were audio-taped, transcribed,
and subjected to qualitative data analysis.
Transcription and analysis of the interviews began
immediately following the first interview and was
preceded by analyzing the transcribed interviews,
line by line, highlighting important ideas and
themes. Each theme was coded and recoded using
and Ethnographic computer program (Siegel, Lune,
& Meyer, 1998). Codes were then grouped together
and sorted into categories. To ensure credibility of
the data, follow-up interviews were conducted with
the ten participants, and all participants were sent a
summary of the analysis. Participants were asked
to comment on the truth of the descriptions and
impressions derived from the interviews in order to
verify the validity of the data analysis.

A non-probability sampling technique was applied
to gain a purposive sample. Ten respondents from
Gugulethu ARV Clinic were selected from
information obtained on antiretroviral (ARV) register
in Gugulethu ARV Hannan treatment Centre. These
individuals were identified for their potential to elicit
valuable information regarding the effects of
HIV/AIDS according to four criteria:
• Taking care of a person living with HIV/AIDS
• Above the age of 57 years
• African elderly women living in Gugulethu
Township at time of the study
• Women from the age of 57 who were willing to
be interviewed by the researcher about the
phenomenon and participate in a follow-up
interview.

Ethical consideration
A study of people affected and infected with
HIV/AIDS needs to be approached with great
sensitivity. The stigma of HIV is such that HIV
positive interviewees may fear discrimination,
rejection or even violence if their HIV status is
revealed. Research on HIV explores the most
intimate sphere of a person’s private, sexual and
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when they had to deal with emotional changes of
PLWAs, and manage the severe symptoms of
PLWAs, and attend to other household jobs as well.
Two caregivers stated that they could not manage
the situations when the PLWAs had emotional
distress and they worried about whom they could
ask for help if needed.

emotional life. An interview can become a difficult
and emotional experience, regardless of how well a
person seems to be coping. Morse and Richards
(2002: 205) identify the following ethical principles
regarding participants’ rights:
• The right to be informed of the purpose of the
study as well as what is expected during the
research process. The amount of participation
and time required. What information will be
obtained and who will have access to it. Finally
what the information will be used for.
• The right to confidentiality and anonymity.
• The right to ask questions of the researcher.
• The right to refuse to answer questions the
researcher may ask, without negative
ramifications.
• The right to withdraw from the study at any time
without negative ramifications.

A 57 year-old female caregiver (Mrs Bonke’s story)
who cared for her daughter (34 years old) had this
to say.
“She used to be a talkative and easy going
person. She had lots of friends. But now (after
she was diagnosed with the disease and
became symptomatic), she changed her
personality and separated herself from others.
She did not want to contact her friends. When
her friends called, she refused to talk to them. I
felt worried about her; she used to say that she
wanted to die. It was hard for me to take care of
her.” (Case #7)

Results (All names are pseudonyms)

Caregiving is overwhelming
Caregivers described the work of HIV/AIDS
caregiving as overwhelming and time consuming.
Caring for the ill person with HIV/AIDS becomes
overwhelming when a PLWA is seriously ill and
experiences the deterioration of physical and
mental health, and the work load for the caregivers
increases. About half of the caregivers indicated
that they felt overwhelmed when they were
providing care for their beloved family members.
Some examples of the caregivers’ experiences that
produced feelings of being overwhelmed are
presented:
A 67-year-old female caregiver (Mrs Nathi’s story)
who cared for her older son (Puleng; 45 years old)
explained:
“I took care of his activities of daily living such
as eating, bathing, and eliminating. He had
diarrhoea 10 times each day. No one helped me
when he was dependent and needed care. I
had one sister, but she worked outside. I am too
old to help him take care of himself and I have
my own severe illnesses, too. I spent all of my
time trying to take care of him. Sometimes I felt
so tired and I could not sleep well. During that
time, I tell you the truth…, I felt fatigue and like
I was suffering.” (Case #1).
Caregiving Difficulties
During the course of care, some caregivers
described their experiences of caregiving difficulties

Seeking Knowledge about HIV/AIDS
All caregivers had learned about the nature of
HIV/AIDS and factors affecting health and the
disease progression of PLWAs. They utilized
several methods to learn about the disease. A 60
year-old female caregiver (Mrs Wongani’s story
who was HIV positive) who cared for her son,
Wanini (32 years old) sought knowledge in the
following manner.
“At first, I did not know about the AIDS disease.
I did not pay attention to it because I thought I
would not be close to the disease. Then, I was
frightened when I learned that my son was HIV
positive. Finally, I also learned that I was HIV
positive… Now, I think a lot. I had to search for
more information about the disease to get to
know how it affected a person’s health. Now I
know, if I take good care of myself, I can live
longer. Right now, I am fine, my health is okay.
I took care of my son during the time he stayed
at home.” (Case #4)
When caregivers learned that they had to take care
of their loved ones with HIV/AIDS, they needed to
know about the disease so that they could provide
proper care for the ill family members, and how to
take good care of themselves. A 65-year-old female
caregiver (Mrs Moni’s story) who cared for her 2nd
son (26 years old) made this observation.
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discouraged. All of these things are helpful for
her health and her improvement. I was happy
when I saw her health was better.” (Case #3)

“I searched for information about HIV/AIDS
disease from books, magazines, and from
health care providers. Who never told me that I
could find good medicines such as herbs and
vitamins; I would go and buy them. Then I
would give the medicines to my son with the
hope that he would get well soon.” (Case #5)

Personal Care: Helping with Activities of Daily
Living
Caregivers shared descriptions of the personal care
that they provided: activities of daily living included
assistance with eating, bathing, and toileting.

Encouraging the PLWAs to be Strong and
Positive in Mind
Kinser (2002) stated that positive attitudes and
emotions could affect the biochemistry of the body
and help to enable the personal healing process by
increasing the person’s capacity to manage the
illness, improving their physical condition, and
helping them to achieve a sense of well-being.
When assisting PLWAs, it is important to alleviate
negative experiences, and prevent situations and
events that could trigger the sense of despair and
hopelessness.
In
general,
despair
and
hopelessness are associated with suffering (Kylmä,
Vehviläinen-Julkunen, & Lähdevirta, 2000;
Lindholm & Eriksson, 1993). On the other hand,
hope helps with healing and provides the sick
person with a positive outlook on the future. Six of
the 10 caregivers specifically mentioned that their
loved ones wanted emotional and spiritual support
with the positive message of hope. The caregivers’
thoughts about emotional and spiritual support are
illuminated.

A 67 year-old female caregiver (Mrs Nathi’s story)
who cared for her older son (45 years old) shared
these sentiments with the researcher.
“I cooked for everyone in my family. We ate
together and that included Puleng, my son with
the disease. My son had low immunity and was
susceptible to opportunistic infections. The food
must be fresh and clean... I was afraid that he
might not receive enough nutrition, so I gave
him supplemental food products such as
chocolate milk or soy milk.” (Case #1)
“When his health was getting worse, he could
not go to the toilet himself, and I served him
with a bedpan. Then I had to clean him up after
he defecated.” (Case #5, Mon’s story)
Medical Care
This category included a variety of caregiving
activities, such as preparing medications, and
managing follow-up treatments and appointments.
Caregivers dispensed medications according to the
physicians’ prescriptions.
“The medicine that the physician prescribed for
him when he had fever well; I gave it to him
when he needed it.” (Case #2, Mrs Lulama’s
story) “I reminded her to take her medicine on
time because sometimes she forgot.” (Case #3,
Mrs Phethani’s story)

A 67 year-old female caregiver (Nathi’s story) who
cared for her older son (45 years old) shared these
thoughts.
“I gave him supportive words. For example, I
said, do not think about the disease too much
because it makes you feel stress and stress is
not good for your health.” (Case #1) “I
encouraged him to pray in order to keep his
mind calm and to distract his thoughts from the
illness.” (Case #1)

Caregivers helped with arrangements for follow-up
treatments when their loved ones had abnormal
signs and symptoms such as fever, headache,
diarrhoea, nausea, and vomiting.
“His health was very bad. I was worried about
him. When I observed his abnormal signs, I did
not hesitate to bring him to see the doctor.”
(Case #1, Mrs Nathi’s story)

A 64-year-old female caregiver (Mrs Phethani’s
story) who cared for his youngest daughter (25
years old) also shared her thoughts.
“During the time her condition was
deteriorating, I thought that emotional support
was essential for her. It was my business to
cheer my daughter up. I stayed with her; I
served her good nutrition and vitamins. I
advised her to just relax and do not become

In addition, some PLWAs required medical
interventions such as tube feeding and wound
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Helping the PLWAs to relax and enabling the
practice of religious beliefs.
Caregivers helped PLWAs to relax and allowed
them to participate in activities as usual, when
possible. Activities such as watching television,
exercising, praying, and meditations were some of
the activities that seemed to help the ill family
members.

dressing. Caregivers said that they provided those
treatments and learned to do them correctly. They
also had to learn about managing abnormal signs
and symptoms.
A 65 year-old female caregiver (Mrs Nozizwe’ story)
who cared for her daughter (28 years old) explained
how she managed the interventions.
“My daughter was very sick. She could not eat
by herself. The physician inserted the nasogastric tube in her stomach. I learned how to
blend food and how to feed my daughter. I also
monitored the amount of food she ate. During
some meals I had to add more food this
happened when I observed that she could eat
more.” (Case #9)

A 67 year-old female caregiver (Mrs Nathi’s story)
who cared for her older son (45 years old)
participated in some activities that she thought
helped her son.
“I and my son went to the church to listen to the
word of God because we believed that the word
of God would help my son to relax and feel
calm. This relaxation might help to strengthen
his immune system. At night, I encouraged my
son to pray in order to keep his mind calm.”
(Case #1)

A 67-year-old female caregiver (Mrs Nathi’s story)
who cared for her older son (45 years old)
monitored him closely and with care.
“He had a mouth ulcer and white plaque on the
tongue. He felt pain when he would try to eat.
So I cooked soft diets such as noodles, soup, or
boiled rice for him.” (Case #1) “He passed
runny stools about 10 times a day. I served him
a bed pan and cleaned his body after
elimination. Later, I bought pampers and used
them. They were easier to use, but more
expensive. His bodily discharges were kept
separately from other items, placed in a plastic
bag, and put in the garbage.” (Case #1)

In conclusion, caregivers of PLWAs provided
assistance to their ill family members. They helped
with personal care, including aiding them with
eating, bathing, and eliminating activities. They also
managed their ill family members’ medical care and
interventions. Moreover, caregivers engaged in
providing emotional and spiritual support to their
loved ones in order to help them remain hopeful
and strong.
Discussion
Suffering has been referred to as a human state of
anguish because of bearing pain, injury, or loss
(Copp, 1974). Suffering also refers to the negative
experience in caregiving or any threat to personal
integrity (Poulshock & Deimling, 1984). The word
suffering in African philosophy is related to
sickness, negative feelings, and the association
with what is unpleasant (Sutthiyano, 1999). In this
study, caregivers experienced suffering when they
felt overwhelmed and difficulties in caring for
PLWAs. Caregivers described the tasks and
responsibilities of a caregiver as overwhelming and
difficult. This finding was consistent with earlier
studies that indicated that the demands of
caregiving of PLWAs were overwhelming (Brown et
al., 1995; Phengjard et al., 2002; Kipp et al., 2007).
The demands of caregiving for PLWAs increase as
the disease progresses (Pearlin et al., 1997). In
studying family caregiving experiences of providing

Tender loving care.
Tender loving care was evident among the
caregivers in this study. All caregivers tried to
provide their family members with love and support.
They helped their ill family members through
showing them compassion; they also tried to find
the beneficial ways to alleviate their loved ones’
suffering.
“The first time I knew that both of us were HIV
positive, I was frightened. I thought that was
impossible. But we did not make an argument
out of this situation. We tried to give support to
each other. Even though we knew that there
was no cure, we could live longer if we could
provide good self care for ourselves, and be
careful with our health habits. Above of all, I
loved my son very much.” (Case #4, Mrs
Wongani’s story)
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of clients and other individuals important to the
client. This research has focused upon carers. I
chose this area as carers' voices are often not
heard by health-care professionals. While the
findings clearly explored the lived experiences of
the carers who took part, health care professionals
need to be aware there are other people, not just
the ill client who are affected by HIV/AIDS. This
article highlights the carers' daily struggle to provide
help and assistance to their loved ones living with
HIV/AIDS, thus giving insights to health care
professionals about what assistance they could
offer carers to assist ill clients.

care at home for dying loved ones with HIV/AIDS,
Stajduhar (1998, p. 17) found that caregivers
described their work of HIV/AIDS caregiving as a
“cycle”, “responsibility”, “over whelming”, “ongoing”,
and “never ending.”
Consistent with similar international studies, Kipp
and colleagues (2006a) found that almost all
caregivers of spouses with HIV/AIDS in Bumbu,
Kinshasa, Democratic Republic of Congo reported
that providing care for PLWAs was difficult and
stressful. In addition, Casida (2005) and Luttik and
collegues (2007) found that caregivers had to
perform caregiving tasks, which were associated
with feelings of burdens and being overwhelmed,
particularly when the tasks involved personal care
and activities of daily living.

Exploring how these carers cared for someone
living with HIV/AIDS also highlighted their
relationships with their communities. This is an area
neglected by many researchers because many
researchers choose to focus upon the pathology of
HIV/AIDS. There has been an overall lack of focus
upon the sociological effects of this illness on the
caregiver. The research identified compassionate,
intimate and caring relationships that were
challenged by HIV/AIDS, yet the elderly women
made a conscious decision to care for their infected
adult children. This conscious decision often meant
the carer witnessed the decline of their children’s
health, often to eventual death.

However, the participants also offered a supportive
role, in the form of seeking knowledge about
HIV/AIDS and encouraging the PLWAs to be strong
and positive in mind. This is similar to the study by
Stetz and Brown (1997), who reported that one
strategy for taking care of persons with cancer and
AIDS emerged was seeking and obtaining
information. These strategies involved finding
information about the disease and referral
resources. These caregivers and the ill persons
needed to understand the disease in order for the
caregivers to provide better care for the ill persons
(Stetz & Brown, 1997). This current research
revealed that although the caregivers faced the
uncertainty of the disease progression and the
impending death of the PLWAs that could take
place at any time, they still maintained hope. They
did not ignore the PLWAs’ needs and they gave
them supportive words of encouragement. For
example, they offered sufficient food and
medications with the hope that the PLWAs would
recover or attain better health. This finding was
consistent with the previous reports about PLWAs
caregivers. Baker (2003), Kespichayawatana and
VanLandingham (2003), McCann and Wadsworth
(1992), Saengtienchai and Knodel (2001), and
Wardlaw (1994) reported that the majority of
caregivers provided emotional support and comfort
to the PLWAs.

Implications for research
This study illustrates the need for further research
into the development and implementation of
support programmes for the caregivers, as well as
further research regarding the reduction of stigma
surrounding HIV/AIDS.
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